
 
 

Building a National Agenda for Supporting Families  
with a Member with Intellectual and Developmental Disabilities 



Goal:  To create a 
model framework for 
supporting families 
that addresses the 
needs of families with 
a family member with 
ID/DD across the 
lifespan. 

Wingspread Report 
http:// www.ct.gov/dds/cwp/v
iew.asp?a=2042&Q=537862 
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Supporting Families 
Community of Practice 
 
 
 
 
 
http://supportstofamilies.
org/cop/  
 

 
 

10 Committees 
Family-to-Family Connections 
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Person-Centered Planning 
Positive Behavior Support 
Respite/Social Opportunities 
Self-Directed/In-Home Supports 
Technology 

http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/
http://supportstofamilies.org/cop/




²Ƙŀǘ ²ŜΩǾŜ Learned Through the Supporting Families Community of Practice 

LEARNING BARRIERS ²Ƙŀǘ ǿŜ ƘƻǇŜ ǿƛƭƭ ŎƘŀƴƎŜΧ 

System Change  
Learning takes time 

We are moving into a 
new generation of 
services.  It is hard to let 
go of the familiar. 

Partnerships: Stakeholders move 
from fear-based responses to 
hope-based action planning 



²Ƙŀǘ ²ŜΩǾŜ Learned Through the Supporting Families Community of Practice 

LEARNING BARRIERS ²Ƙŀǘ ǿŜ ƘƻǇŜ ǿƛƭƭ ŎƘŀƴƎŜΧ 

Family Engagement 
Families benefit from 
collaborations with  
other families 

Isolated families result in 
increased needs  
over-time 

Funding for family networking, 
mentoring, training and care-giving 
supports are available to assist families 
to be resilient and to support new ideas   



LEARNING BARRIERS ²Ƙŀǘ ǿŜ ƘƻǇŜ ǿƛƭƭ ŎƘŀƴƎŜΧ 

Community 
Engagement & 
Reciprocal 
Contribution 

Stakeholders often ask 
for help from the 
community without 
showing how reciprocal 
contributions will occur. 

Training: Stakeholders learn the 
ŀǊǘ ϧ ǎŎƛŜƴŎŜ ƻŦ άŎǊƻǎǎƛƴƎ  
ǘƘǊŜǎƘƻƭŘǎέ ŀƴŘ ŘŜǾŜƭƻǇ 
community partnerships based 
upon equality & mutual reward 

²Ƙŀǘ ²ŜΩǾŜ Learned Through the Supporting Families Community of Practice 



LEARNING BARRIERS ²Ƙŀǘ ǿŜ ƘƻǇŜ ǿƛƭƭ ŎƘŀƴƎŜΧ 

Life Course Principles 
Helping families build  
upon life stages is more 
effective then waiting for 
people to arrive at the 
door of adult services 

IDD services are not as 
effective or efficient as 
they can be when 
provided in a silo, or 
when services are 
separated from previous 
developmental stages 

Staffing:  Partnering with practitioners 
from each life stage reduces duplication 
of services & helps lead to better 
outcomes for people with IDD.  
Appropriate support is available at each 
life stage. 

²Ƙŀǘ ²ŜΩǾŜ [ŜŀǊƴŜŘ ¢ƘǊƻǳƎƘ ǘƘŜ {ǳǇǇƻǊǘƛƴƎ CŀƳƛƭƛŜǎ /ƻƳƳǳƴƛǘȅ ƻŦ Practice 



Lifespan  
Areas of Change 

Accomplishments Future Next Steps 

Messaging Posters, Displays, DDS Family Website, 
Bookmark 

COP Website, Videos, Success 
Stories, DDS 101 updates 

Positions Youth Coordinator, Transition & 
Education Advisors, Case Managers, 
Family Resource Team Members 

Helpline, Case Managers, 
Employment and Technology 
Positions 

Partnerships DD Council, B3, SDE Lifespan 
Committee, SDE presentations, 
Transition Community of Practice, Aging 
Livable Communities Partnership, 
Assistive Technology Projects, 
Employment Partnerships 

Continued expansion with 
groups across the lifespan, 
especially local-based 
community groups 

Funding Respite, Family Grants *New providers, system 
improvements, new funding 
where possible 

Policies & 
Procedures 

PWCL Waiver Service *CoP Committees Sustainability 
Goals 

Training Academy Project Trainings for Families 

Quality LEAN, ADP/Compass Project- Navigating 
Across the Lifespan 

NCI, QSR 
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Family, friends, 
neighbors, co-

workers, 
community 
members,  

others 

School, 
businesses, 
faith 
groups,  
other 

Disability 
services, 
Medicaid, 

Social 
Security, DSS, 

Section 8 

Person- Centered 
Planning, 

Employment, 
Long Term 

Financial Planning 

A GOOD LIFE 

IPADS, Smart Phones, 
Home & Healthcare Aids, 

Remote Monitoring   
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Caring For and  
Caring About 
ά/ŀǊƛƴƎ ŀōƻǳǘέ ǇŜƻǇƭŜ ǿƛǘƘ 
ID/DD  is the responsibility 
of all.  It is not just a family 
concern. 

{ŜǇŀǊŀǘƛƴƎ άŎŀǊƛƴƎ ŀōƻǳǘέ 
ŀƴŘ άŎŀǊƛƴƎ ŦƻǊέ ƛƴŎǊŜŀǎŜǎ 
the probability of abuse & 
neglect 

Our communities become caring places for 
all.  We care for ourselves and we care for 
one another. 



As you look at the work of the 

committees consider: 

ÅGOALS:  What are the goals of this 
committee for the next two years?  What are 
the planned activities of this committee?  Can 
you -contribute to the implementation of 
these goals and activities? 

ÅLEARNING MOMENTS: What did the 
committee learn in the first year?  Did any of 
the learning moments provide ideas on how 
you can live your life/or do you work 
differently? 

 

 



As you look at the work of the 

committees consider: 

ÅBEST PRACTICES:  What did the 

committee learn about best practices that 

they now want to share with others?  How 

can you help share this information? 

ÅPOLICY CHANGES:  What are the critical 

policy changes that this committee may 

have identified?  Can you help with this? 
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Administration on Developmental Disabilities. Prior to her appointment as 
Commissioner, she served as the Senior Disability Policy Advisor to U.S. House 
Committee on Education & Labor, advising members of the Committee on 
legislative strategy and disability-related policy issues in education, employment 
and healthcare, and as a Kennedy Public Policy Fellow for U.S. Senate 
Subcommittee on Children & Families.  
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co-chair of the Oregon Family Action Coalition Team, founded 
DisabilityCompass.org and managed the Oregon Partners in Policymaking 
Program. Sharon is a parent to three daughters, including one with a disability. 

Sharon Lewis is the Principal Deputy Administrator  

at the Administration for Community Living (ACL) 




